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OUR LIVES, OUR CHOICES SUCCESSFUL 
LAUNCH OF THE 
CAMPAICN 


June 18th was rather a strange day for us all at NCIL. This was the day 
for the launch of the Our Lives Our Choices — the campaign for the inde- 
pendent Living Bill but it was also the first day in the office knowing that 
our colleague Roy Webb had died. As we gathered in the office and 
looked at Roy’s desk many tears were shed but quickly it was back to work 
and the launch of the campaign. Could there have been a better tribute to 
Roy than to put all our energies into launching the campaign to which Roy 
was So committed and had done so much work for? 


So it was off to Whitehall in the rain to make a noise and gather people’s 
personal stories for later presentation to No 10. We had a few speakers to 
encourage us on our way including Lord Jack Ashley, original sponsor of 
the Bill, Roger Berry MP, sponsor of the Bill in the Commons, and Andrew 
Imparato, American Association of People with Disabilities. The speakers 
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were introduced by myself. Unfortunately the police had decreed that we 
could not use a megaphone so the speakers had to shout very loudly. 
Roger Berry definitely won the competition for the loudest voice. 


Then it was off to Downing Street to deliver the banner with the stories and 
some flowers in memory of Roy. | was accompanied by Rob from 
Southampton CIL, two people from Scope and two people from RADAR. 


The rally was followed by a reception in Portcullis House. Here speakers 
came from the Equal Opportunities Commission, Carers UK, the National 
Pensioners Convention and, of course, Baroness Campbell of Surbiton 
alias Jane representing NCIL. This was followed by loads of networking 
and consumption of over-sweet cakes. 


| think Roy would have been pretty pleased with the day but he will be 
even more pleased if we don’t stop there. So its forwards and onwards to 
the next big milestone — the national lobby of Parliament to be held on 17th 
October. So make a note in your diaries. 


Sue Bott 
Director, NCIL 


For further information about the campaign e-mail director@ncil.org.uk or 
phone 0207 587 1663 


Our Lives, Our Choices 


The Campaign for the Right to Independent Living 


NCIL PAYS TRIBUTETO ROY WEBB - 
POLICY OFFICER 


It is with deep sadness that NCIL 
announces the loss of our colleague 
Roy Webb who died in Kings College 
hospital, London on 15th June following 
a short illness. 


Roy joined NCIL in July 2003 as our 
head of policy. In this role he respond- 
ed to consultations on policy issues, contributed to our policy development 
particularly in the field of independent living, and shared his knowledge 
and expertise with our own members and individuals and organisations 
outside NCIL. 


Roy was a big man, with a big heart and big ideas. He was passionately 
committed to social justice and equality for all disabled people. His mis- 
sion was to bring about change which was built on his formidable commit- 
ment to disabled people’s and non disabled people’s rights and a loathing 
of all forms of discrimination. 


Roy was a political activist , involved in the Socialist Movement as a mem- 
ber of Big Flame and Socialist Organiser and a committed trade unionist 
supporting many national and local political struggles from where he worked 
and lived in Southwark in London. He was also a local labour movement his- 
torian and was ever the optimist that eventually socialism would prevail. 


In fact wherever there was some agitation going on, especially for the 
rights of disabled people, there you would find Roy plotting, planning, and 
thinking through the right strategy to adopt. He has been a leading light in 
the UKs disability rights movement, including being a board member for 
United Kingdom Disabled Peoples Council (UKDPC formerly BCODP) 
keeping disabled people’s issues constantly in the public eye. His expert- 
ise at cajoling traditionally unresponsive local and national beauracracies 
and politicians to understand and support change of policy and practice in 
relation to disabled people is legendary. 
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Roy welcomed everyone to the cause of social justice and worked tireless- 
ly to involve new disabled people. Many of us just talk the talk about jus- 
tice but Roy lived the life, even letting a disabled person escaping institu- 
tional care stay in his flat for several weeks whilst things were sorted out. 


Roy was also a great supporter of the right to inclusive education for ALL 
disabled learners and over the years never missed an opportunity to 
remind independent living campaigners of this key principle. He was a 
long time trustee of the Alliance for Inclusive Education and the UK 
Inclusion Movement. 


Latterly, as policy officer at NCIL, Roy spearheaded the Our Lives Our 
Choices campaign to support Lord Ashley and Roger Berry M.P.’s 
Disabled People (Independent Living) Bill. He was still working organis- 
ing the formal launch of the disabled persons independent living bill and 
rally on June 18th 2007 in parliament two weeks before he died. Still send- 
ing emails from hospital checking his colleagues were keeping up the 
momentum. 


In fact campaigning to get that legislation on the Statute Book and realis- 
ing the dream of independent living and equality for disabled people would 
be the best tribute we could pay to Roy. 


Roy was highly valued by all NCIL staff and board members alike. The 
depth of his knowledge and commitment to independent living was an 
inspiration. Roy never had a bad word to say about anyone and the way 
in which he used his experiences as a disabled person in a positive way 
was inspiration to us all. He was a generous man with his time and warmth 
to friends, family & colleagues. An enormous loss to his family and to the 
very many people whose lives were all the richer for knowing him. He is 
irreplaceable. 


Roy Webb was born on October 6th 1949 and died in London on June 
15th 2007. 


The National Centre for Independent Living has a website tribute to Roy 
see www.ncil.org.uk 
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CONTINUING HEALTH CARE |MPORTANT 
INFORMATION 


Closure of the Continuing Care Retrospective Review Process 


Following the publication of the NHS Ombudsman’s report ‘NHS Funding 
of Long-Term Health Care for Older and Disabled People’ in 2003 Many 
people have asked for their cases to be reviewed. In most strategic Health 
Authorities there are still many cases to be resolved. 


David Nicholson, NHS Chief Executive, has announced that the 
Department of Health want to close this process as soon as possible. Any 
challenges to continuing health care that relate to a period of time falling 
mainly before April 2004 that you have not challenged before must be 
raised with your local PCT before 30th November 2007. 


If you want any advice about this please contact our Information Manager 
or your local CIL. 
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National Cenire for 
Independent Living 


NCIL'S ANNUAL CONFERENCE ©. 
AND 4th ANNUAL GENERAL %, 
MEETING (AGM) 


THURSDAY * 
4th OCTOBER 2007 
10.15 — 4.15 PM 


VENUE | 

LONDON LIGHTHOUSE 
111-117 LANCASTER ROAD ¢ 
LONDON W11 1QT 


The crisis in Social 
Care - and solutions 
for Independent Living 


The National Centre for Independent Living is the disabled people's 
organisation focusing on personal assistance/ Independent 

Living issues and the development of organisations run by 

disabled people. 


Our conference will look at the realities of social care in 
Britain today, the future of support for disabled people and 
the right to independent living as a solution. 


For more detailed information and to book please see 
contact details over the page. 


INDEPENDENCE - CHOICE - CONTROL - PARTICIPATION 
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Booking Form 
NCIUS ANNUAL CONFERENCE AND 

4th ANNUAL GENERAL MEETING (AGM) 
Thursday 4th October 2007 10.15 am - 4.15 pm 


Please complete all contact details if you wish to attend this event: 


Name: 
Organisation/Individual: 
Full Postal Address: 


Tel: éFx: 

E-mail: 

Please tick access requirements: 

Audio tape LJ PA attending L| 
Braille C] Palantypist C 
cD LJ Sign language interpreter LJ 
Easy Read & Pictures LI Wheelchair access 

Large Print CJ 


Language interpreter LJ please specify language 
Dietary requirements: 
Other access requirements: 


PAYMENT (please tick) 
NCIL Member Organisations £50 [_] Non-member Organisations £80 [_] 


Individuals (There are a limited number of free places) L] 


AGM - Free to members and Conference delegates |_| Others £10 [_| 


l enclose a cheque for____.._ made payable to NCIL. 
Invoice details if different from above 


Refund policy: Minimum 7 working days’ notice. 

Please book no later than Friday 7th September 2007, send to: 
Office Manager: National Centre for Independent Living, 4th Floor 
Hampton House, 20 Albert Embankment, London SE1 7TJ 

Tel: 020 7587 1663 Fax: 020 7582 2469 Minicom 020 587 1177 or e mail 
office@ncil.org.uk 


INDIVIDUAL BUDCETS ARE WEIN FAVOUR? 


Below NCIL explains why we support Individual Budgets 


Not everyone welcomes the concept of Individual 
Budgets with open arms so readers may find it 
helpful to review the arguments for and against 
and to know something of the reasoning behind 
NCIL’s positive position. 


Individual budgets are currently being piloted in 
13 local authority areas although in theory there 
is nothing to stop local authorities introducing 
changes on the lines of individual budgets now, 
as indeed 10 of them are, going for what they 
term ‘total transformation’. 


Individual budgets are different to direct pay- 
ments in that they can include more than one 
funding stream, for example personal social care 
and supported living, and involve knowing what 
the amount of money that can be spend on you is 
in advance. Direct Payments can be used as all 
or part of an individual budget. 


So what are the concerns about individual budgets? The first one is that 
this is not an idea that has come up through the disability/service user 
movement in the same way as direct payments. In other words individual 
budgets are an idea being imposed on us by professionals. 


In a sense there is some truth in this position. Disabled people have not 
exactly been campaigning on the streets for individual budgets. However 
without direct payments the concept of individual budgets would never 
have surfaced so it is fair to say that they owe much to disabled people 
and our campaigning. Individual budgets are just a logical extension of 
what we have always argued for — choice and control over how our assis- 
tance needs are met. > 
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> Some people are suspicious of individual budgets seeing them as a 
means of cutting back on social care resources. There is no doubt that 
the evidence from the pilot sites is that money can be saved although it 
should be emphasised that this is not always the case. But money has 
been saved not from a desire to cut back but simply because people’s 
needs are being met in a way of their choosing. For example someone 
who uses the mental health system in Norfolk has used her individual 
budget for hair extensions. During a period of illness she had pulled on her 
hair with the result that she no longer felt able to go out Hair extensions 
solved the problem for her which, as it happens, was a much cheaper 
course of action than going to a day centre and having confidence build- 
ing therapy. 


One of the barriers to 
direct payments. which 
has often been highlight- 
ed, is that social care 
departments tie up most 
of their resources in com- 
missioned bulk services. 
There is often a reluc- 
tance to agree to a direct 
payment, or to put that 
option to the service user 
in the first place, because 
the service that has 
already been contracted a 
will not be used. Individual budgets, snd the related form of eet ainseied 
support In Control, overcome this barrier by allocating resources ‘up front’. 
The fact is that individual budgets represents a major shift in thinking by 
freeing up resources from those big service providers who are busy mak- 
ing money on providing services that actually, when given the opportunity, 
people say they do not want. For that reason individual budgets should be 
welcomed by disabled people. 


Another argument put forward against individual budgets is that if block 
contracts no longer exist then some services may cease to be viable and 
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therefore the people who want to use them will not be able to exercise that 
choice — essentially some people exercising choice may take choice away 
from others. There are lots of exponents of this argument including social 
care commissioners, service providers both in the profit and not-for-profit 
sectors, the efficiency lobby in Government who think the only way to 
achieve efficiency is through procurement in bulk, and some service user 
groups. 


To counter that we would say that service providers have had their own 
way for too long. No one is saying if you want to stay in residential care 
you should not do so, if that is your choice, but it would be wrong to deny 
others choice simply on the grounds that a service may not be viable. Ifa 
service is to be viable then the providers of it should go out and argue for 
it then people with individual budgets will make a positive choice to use it. 


Essentially, NCIL supports individual budgets because they promote 
choice and control to achieve independent living. Yes there are dangers 
that the upfront resource allocation may not be enough but inadequate 
resources is potentially a problem with any system. Individual budgets are 
the logical extension to direct payments, not their replacement. As such 
they are very much to be welcomed. We shall continue our work to pro- 
mote them including continuing to develop user-led systems of support 
through CILs. 
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NEWS IN BRIEF 


National Minimum Wage 


The National Minimum Wage is due 
to increase again in October 2007. 
New rates will be as follows; 


° Adult rate (workers aged 22 
and over) will increase to 
£5.52. 

° Development rate for 18-21 
year olds will increase to £4.60. 

° Development rate for 16-17 
year olds will increase to £3.40 


To check on how the National Minimum Wage applies to you (or your 
staff), telephone the National Minimum Wage Helpline on 0845 6000 678. 


Holiday Entitlement 


The statutory holiday entitlement is chang- 
ing. The holiday entitlement will increase 
to 4.8 weeks (24 days if you work a five 
day week) from 1 October 2007 and to 5.6 
weeks (28 days if you work a five day 
week) from 1 April 2009, pro-rata for those 
working part-time. 


For more information call your local direct payment support service or 
NCIL on 020 7587 1663 or go to the department for business enterprise 
and regulatory reform (formally the Department for Trade and Industry) 
where you will find a detailed frequently asked questions section on this 
subject. The page on the website can be found by typing 
http://www.dti.gov.uk/employment/holidays 
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New regulations now in force for disabled travellers 


On July 26th new regulations By 
came into force which gives dis- § ae 
abled people more rights when | 
travelling by air. 


The new European Air rules 
have been introduced to ensure 
fairer treatment to disabled pas- 
sengers. However whilst this 
development is welcomed there 
are a number of areas that are 
cause for concern. 


Some people will not be covered by the regulation as they are not consid- 
ered disabled people e.g. People living with HIV, people with Tourettes 
Those that do face unfair treatment and can seek redress under the reg- 
ulations will not be able to obtain help from an enforcing body such as the 
Disability Rights Commission(DRC) or the Commission for Equality and 
Human Rights (CEHR) due to the current exemption of air travel from the 
Disability Discrimination Act. Anyone wishing to take proceedings against 
an airline will need to be willing to do so without the support of a UK 
enforcing body. 


The Regulation - ‘The Rights of Disabled Persons and Persons with 
Reduced Mobility when travelling by air’ — is being introduced in two phas- 
es: 26 July 2007 and 26 July 2008. For more details about the regulations 
please contact the DRC on Telephone: 08457 622 633 Textphone: 08457 
622 644 www.drc.org.uk or phone Wendy Gross at NCIL on 02075871663. 


FREQUENTLY ASKED QUESTIONS 


Can my Local Authority take my assessed charge for services 
out of my direct payment without my agreement? 


Local authorities, when producing their poli- 
cy on charging should make sure that the 
individual service user has the choice about 
whether the assessed charge is taken at 
source (Net) or that the charge is reim- 
bursed to the council after payment of the 
direct payment (gross). 


Any local authority who has policies stating 
that charges will be taken at source as the 
only option is not complying with the depart- 
ment of health guidance(DOH) which is also 
backed up by the Chartered Institute of 
Public Finance and Accountancy(CIPFA) 
The DoH guidance states “There are two ways in which an individual 
may make a financial contribution to the cost of his or her care. The 
council may make a direct payment that is equivalent to their estimate 
of the reasonable cost of the service and subsequently seek reim- 
bursement (gross payment). 


Alternatively, the local council may deduct from their estimate the 
assessed charge before the payment is made and make direct pay- 
ments net of the amount that the individual is expected to make (net 
payment). Councils should take into account the views of users 
when producing their policy on charging allowing sufficient flexibili- 
ty to respond to individual circumstances.” 


If you are having your charges deducted at source and wish to change this 
arrangement please contact your local authority direct payment service 
(referring to the guidance above) and ask for this to be done. 


If you have any further questions about this please contact Wendy Gross 
at NCIL on 020 7587 1663 
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INDEPENDENCE - CHOICE - CONTROL - PARTICIPATION 


2 Direct Payments 
A Beginner's Guide 


With BSL and 
subtitles 


Sophie is fed up. She has realised that agency 
‘care’ doesn’t give her the flexibility and control 
she needs and thinks direct payments might be 
the answer. Her friends have made a video/DVD 
which gives her the essential tools for employing 
her own Personal Assistants (PAs). 


They take her through the whole process of 
recruiting a personal assistant, contracting them, 
paying them and, should the situation arise, 
sacking them! 


Prices per copy 
NCIL Members £6.00 


Non member £7.50 
Over 10 copies £6.50 


PUBLICATIONS ORDER 
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Please return to: 


is NCIL 
4th Floor Hampton House 
20 Albert Embankment 
London 5E1 7TJ 
National Centre for info@ncil.org.uk 


Independent Living Tel: 020 7 587 1663 
Fax: 020 7 582 2469 


Date: 


Li I 
i 


{includes P&P) 


For Office Use onbh 


If you enclose a 
cheque, please 


Invoice 
date 

Invoice 
Number: 


make it payable to 
"NCIL”. 


DISABLED ACTIVIST NEEDS YOUR STORIES 


Alan Desborough, a disabled activist is looking for stories about your 
experiences of discrimination and oppression over the last 35 years. 


Alan says “I have been involved in disability politics for 35 years and | am 
at last writing a book about the policies , practices and politics that has 
effected my life as a disabled person over all that time. | can remember 
when it was very controversial to put a disabled person on a committee 
that was discussing policy for disabled people . Of course that is why the 
disability movement sprang up in the first place .What | am trying to do is 
tell that story but | don’t just want it to be about me and my experience , | 
want it to be about the experiences of disabled people in Britain , how 
oppressed we were and how we have liberated ourselves and effected the 
political agenda both locally and nationally” 


If you have any stories for example, how you escaped institutional care, 
fought discrimination, managed personal assistants please let Alan know, 
he is keen to obtain as many experiences as possible and will protect your 
identity if you so wish. 


Please send your stories or contact Alan on alan.desborough @ btinter- 
net.com 


Or Alan Desborough, c/o NCIL, Floor 4 Hampton House, 20 Albert 
Embankment, London SE1. 


NEW CUIDE TO CREAT DAYS OUT 


English Heritage Offers Free Updated 
Access Information for Hundreds of 
Exciting Historic Properties 


Would you love a day out at a 
medieval castle or historic house but 
are worried about whether you'll be 
able to access or fully enjoy the site? 
English Heritage’s new Access Guide 
will help you plan a relaxing, pleasur- 
able day out in some of the country’s 
most beautiful historic sites. 


The new, high-quality Access Guide 


to English Heritage Properties eee ates = - Ts 
launched on Tuesday 10th July, properties ACCESS guide 
ensures that you can plan your visit, 

knowing what facilities you will find SST NEir TWA TEAite 


when you arrive. English Heritage 

sites offer features such as virtual and audio tours, tactile exhibits, scent- 
ed gardens, new visitor centres, improved surfaces and clear information 
for visitors with limited mobility or for those with pushchairs. 


English Heritage also runs top-quality entertainment at its sites, with craft 
fairs, garden shows, open air theatre, talks and tours, family-fun days and 
hands-on children’s activities. The Access Guide is available on the 
English Heritage web site www.english-heritage.org.uk/accessguide or 
from English Heritage customer services on 0870 333 1181. 


The Access Guide is available in audio form - either on tape or CD, as a 
PDF document which can be used with Screenreader software, as a word 
file with all formatting removed and pictures described, in Braille and in 
large print format on request. 
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FASHION FREAKS YOUR DRESSING ROOM 
ON THE INTERNET! 


| for one find it impossible at “gysecn. Fe 

the moment to finda pairof = Oe 
jeans that come above my ~— —————————— re 
hips and unfortunately my 
‘muffin tops’ are not cute lit- 
tle bits of tanned flesh that 
creeps over the top of my 
hipster jeans, but rolls of 
dimpled flesh that frankly 
should be kept under wraps 
not exposed to the world 
every time | lean forward or San Saat 

get in and out of the car! Petal 


Aveo eee bee cee arid ed rs oy 
Re er CAC nd“ es ac MP Dae, Pa a BC 
tgs eich, Cee bed reels eae a ee re el 
wean der poartis heme reir bovis bons meee ye 


Pe hook oe persed Ponder ls Be ere Bi ee 


AAR pe oe ae ps rere ee a ered 


So what’s the answer? Some nice stretchy fabric jeans that look like some- 
thing my Nan would wear? Ditch the jeans altogether and plump for some 
elasticated waist crimpoline trousers in a nice shade of beige or a pair of 
jersey jog pants in navy? | don’t think so! But maybe there is an answer. 


There are a number of companies around that sell clothing especially for 
wheelchair users but the cost can sometime be too much for some peo- 
ple, however Fashion Freaks may have another answer. 


Fashion Freaks is an internet based service that allows wheelchair users 
to use some basic patterns to design themselves a whole new wardrobe 
that caters for their ‘sitting’ needs. 


Fashion Freaks say 
“Fashion Freaks is about fashion, clothing and vanity from a seated per- 
spective. 


We who use wheelchairs know how hard it is to find good looking clothes 
that fit. Skirts are too short at the back. Pants are too tight in the crotch. 
The jacket travels forward with every move until the shoulder pads form 
extra boobs. It is not funny!! > 
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> It is not as complicated as you think to sew yourself. And when you have 
your “own” pattern you can create any combination or variation of clothing 
you want.” 


On their website you will find patterns for downloading, simple sewing 
instructions, tips and other useful stuff. So if you fancy having a go or you 
have someone you know who can use a sewing machine let your imagi- 
nation run wild! 


Visit them at www.independentliving.org/fashionfreaks 


BBC OUCH Website 


This is a website by, for and == 
about disabled people. You [mal 
don't need to explain or apolo- & = 
gise for your impairment but Ex 
you can certainly have a good E&™ 
laugh about it. If there was a Ee 
web equivalent of the pub sai 
where you sit around and chat _ 
to your disabled friends, this is pekecoess 
certainly it. And the site now 
has an interesting off-shoot in 
the form of a monthly podcast 
hosted by Mat Fraser and Liz Carr. 


To check out what is currently featuring on the site go to 
http://www.bbc.co.uk/ouch/about/. 


STOP PRESS 


NCIL annouces that it has been awarded a grant of £59,000 from 
Futurebuilders to work with CILs on developing business plans to 
provide services to individual disabled people in receipt of direct 
payments or individual budgets. The project will begin in September. 
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SUPPORT NCIL 


You can get involved and support NCIL by: 
Making a donation 

Sponsoring one of our activities 

Taking part in one of our campaigns 
Contributing to our newsletter 

Joining as a member 

Using our training services 

Contact us 

General information: info@ncil.org.uk 
Campaigning: policy@ncil.org.uk 


Training and consultancy: contracts@ncil.org.uk 
Finance & administration: office@ncil.org.uk 


NCIL is a company limited 
by guarantee registration no. 4701388 


Charity no.1113427 


NCO LE: 


We specialise in domestic payroll 
You specialise in how to run your life 
Together we can make independent living a reality 


For more information on our services, call Enable Payroll 
on 0845 226 2213 or email info@enable-payroll.co.uk 


Fixed-fee all-inclusive specialist payroll service 
Unlimited advice & guidance 

Specialists in Direct Payments 

Free qualified employment law advice 


WHEN YOU TAKE ON A DIRECT PAYMENT 
SCHEME you will most likely employ 
people yourself, rather than use an 
agency to do it for you. But becoming 

an employer for the first time can be a 
source of great concern. Without working 
knowledge of the tax system and current 
employment law, you are entering a 
potential minefield. 


WHY ENABLE PAYROLL? We are 
specialists in domestic payroll; we have 
over ten years experience in supporting 
domestic employers. We deal with a 
whole range of pay and employment- 
related issues on behalf of our of clients 
every day. It is our business to keep up to 
speed with all legislative changes so that 
you don't have to. 


WE SPECIALISE IN DIRECT PAYMENTS 
and we understand the challenges 

you face when you employ a personal 
assistant using Direct Payments. We give 
unlimited advice and guidance on all pay 
and employment related issues, there is 
no meter running when you use Enable 
Payroll 


OUR WEBSITE meets the WAI’s AA 
compliance standards and our literature 
is suitable for most user groups. 


Don't let independent living turn into a | 


full-time job, let us transform the hassle 
of being an employer into peace of mind! 


enable payroll” 


Payroll plus for independent living 


a 
Copy deadline next issue NC. rL 5th September 2007 


